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ABSTRACT

There are significant health concerns faced by persons
with intellectual disability (PwlD) in Singapore,
who experience higher rates of morbidity and
mortality compared to the general population. PwiD
encounter various health challenges, yet despite the
increased risk of chronic diseases, they are screened
less. Moreover, as PwiID live longer, new challenges
emerge, including complications of chronic disease,
and ageing-related conditions. Currently, there
are no standardised guidelines for health screening
for PwiD, and applying regular principles of health
screening to this population presents challenges.
Individualised approaches are recommended based
on needs, risk factors, and severity of intellectual
disability. This article presents recommendations
for health screening based on a Singapore charity’s
experience of caring for PwID, as well as useful
accommodations that might increase the success of
health checkups for PwiD. We also detail specific
recommendations for screening of adults with Down
Syndrome. Addressing the specific healthcare needs
of PwID is crucial for improving their well-being and
longevity.

Keywords: Persons with Intellectual Disability,
Health Screening, Chronic Disease Screening, Cancer
screening
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INTRODUCTION

Health Concerns among Persons with
Intellectual Disability (PwiID)

An estimated 1-3 percent of Singapore’s population has
intellectual disability (ID)."?

Intellectual ~ disability ~refers to neurodevelopmental

conditions that affect functioning in two areas®

* Cognitive functioning, such as learning, problem
solving, and judgement.

e Adaptive functioning, activities of daily life such as
communication skills and social participation.
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Additionally, the intellectual and adaptive deficit begin early
in the developmental period, typically before age 18 years
for diagnosis.

PwID experience higher rates of morbidity and mortality.
Mortality rates range between 2.86 to 13.15 times higher,
and deaths due to causes amenable to healthcare are 7.75
times higher than general population.* PwID encounter
health challenges across different domains.
Prevalence of multimorbidity (two or more chronic
conditions) is higher (refer to Table 1), and chronic diseases

various

occur more commonly (refer to Table 2).

Table 1: Multimorbidity in PwiD population
compared to general population

PwID General

Population® Population
Multimorbidity | 71.2% 58.6%
prevalence
Age of onset of | Younger Older
multimorbidity

(63% in 40-49

years old)
Gender Females twice Equal
distribution of as likely to be
multimorbidity | multimorbid

than males

Table 2: Prevalence of common medical conditions
in PwiD

Medical condition Prevalence in PwID>1°
Vision impairment 23-25%

Hearing loss 40%

Hypertension 16%

Hyperlipidaemia 18%

Diabetes 11%

Mental health disorders 40-54%

Epilepsy 21-34%

Dental disease 11-27%

In terms of sensory health, PwID are ten times more likely
to experience vision impairment. Hearing impairment
affects around 40 percent of PwID and is associated with
Down syndrome. Sensory impairment rates are higher with
increased severity of intellectual disability.

Chronic diseases including diabetes, hypertension, and
hyperlipidaemia are more prevalent in PwID, attributed
to a combination of genetics, sedentary lifestyles, and
medication use. Despite the increased risk, PwID are often
screened less frequently than national recommendations.

Sep 2024 : 5



HEALTH CONDITIONS IN ADULTS WITH INTELLECTUAL DISABILITY: A PROPOSED SCREENING TIMELINE

Mental health problems are notably higher in individuals
with intellectual disabilities, with up to 54 percent reported
to have such issues. Underdiagnosis is common due to the
indistinct manifestation of mental health problems in this
population. Risk factors include negative life experiences,
social isolation, sensory impairments, and poor coping
strategies.

Epilepsy is a significant concern, with PwID being 26 times
more likely to develop seizures compared to the general
population. The risk of sudden death due to epilepsy is
higher in this group.

Dental health outcomes are poorer in PwID due to
various barriers, including difficulty with dental hygiene,
communication difficulties, medical complexities, and
limited accessibility to dental services.

Gastrointestinal disorders, encompassing gastroesophageal
reflux (GERD), H. pylori infection, constipation, and
dysphagia are more prevalent in PwID. These conditions
often lead to poor appetite, malnutrition, and, in severe
cases, fatal complications like aspiration or choking.

Cancer rates are generally similar or lower in PwID.
However, cancers are often diagnosed at a late stage. This is
actributed to lower rates of screening and reduced access to
regular healthcare.

The increased life expectancy of PwID also brings
complexities. As an example, consider the journey of

individuals with Down Syndrome. In 1983, the typical life
expectancy was 25 years. By 1997, it had risen to 49 years.
Today, individuals with Down Syndrome can expect to live
up to 60 years. This remarkable increase in life expectancy
poses both opportunities and challenges. As PwID begin
to live beyond the lifespan of their caregivers, new and
unprecedented demands are being placed upon health and
social services. In addition to their pre-existing intellectual
and physical disabilities, PwID have to deal with new adult-
onsetor acquired conditions, chronic diseases, ageing-related
conditions such as dementia and frailty, and considerations
for planning of future care.

Addressing these specific healthcare needs is paramount to
enhancing the overall well-being and longevity of PwID, and
family physicians are well placed for this. Regular screenings,
preventive measures, and inclusive healthcare practices play
pivotal roles in achieving better health outcomes for this
population.

SCREENING PRINCIPLES

PwID are at increased risk of multiple medical issues that
can remain undetected due to interplay of client, provider,
and caregiver factors.

To date, there is no gold-standard international guideline
on health screening for PwID. Some countries such as US,
UK, Australia, and Ireland have published local guidelines,
but there are no guidelines available for Asia.

Table 3: Screening principles applied to PwID

Wilson and Jungner Screening principles of screening'!

Considerations in Population of Adults with
Intellectual Disabilities

The condition sought should be an important health problem

Nil

The natural history of the disease should be adequately
understood

There should be a recognisable latent or early preclinical stage

Adults with ID may have a longer detectable preclinical
phase since limitations in cognitive functioning may
preclude their accurately identifying and reporting
symptoms

There should be a suitable and acceptable screening test or
examination

Depending on the extent of cognitive impairment,
screening of disease might be logistically difficult or
ineffective

There should be an accepted treatment or useful intervention
for patients with the disease

Depending on extent of cognitive impairment, treatment
of disease might be logistically difficult or ineffective, if

identified

Facilities for diagnosis and treatment should be available

Nil

There should be an agreed policy on whom to treat as
patients

The cost of case-finding (including diagnosis and treatment
of patients detected) should be economically balanced in
relation to possible expenditure on medical care as a whole

Depending on the different types of barriers to screening
or treatment (e.g., requiring sedation/general anaesthesia,
extra manpower, trauma, anxiety to patient/caregivers),
the financial or psychosocial cost may be high

Case-finding should be a continuing process and not a one-
off project

Nil
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Screening for Adults with Down Syndrome

Additionally, adults with Down syndrome have common
associated medical conditions that will require regular
screening.

Table 5: Screening recommendations for adults with
Down Syndrome'®

Recommendations for adults with
Down Syndrome

Screening

Dementia Medical professionals should assess
adults with Down syndrome and
their
about changes from baseline function

annually beginning at age 40

interview primary  caregivers

Atlantoaxial Annual screening for adults with Down
syndrome should be based on a review

of signs and symptoms of cervical

instability

myelopathy using targeted history and
physical exam

Thyroid

Annual screening for hypothyroidism

should be performed

Practical Tips for Busy Primary Care Physicians

In a busy primary care clinic, it may be difficult to
practically attend to all the health screening needs for
PwID. We recommend prioritising the following screenings
detailed in Table 6. If there is more time and resources or
in the presence of strong risk factors, the other screenings
including osteoporosis, mental health, vision, hearing,
cancer, podiatry and dental should be considered.

Table 6: Health Screening priorities

Screening Recommendations

Obesity (BMI) | Yearly screening for adults aged =18
years

Hyperlipidaemia | Once every 3 years or more frequent/
earlier screening if there are risk
factors for adults aged 40 years

Diabetes Once every 3 years or more frequent/
earlier screening if there are risk
factors for adults aged 40 years

Hypertension Once every 2 years for adults aged
>18 years

Thyroid Annual screening for adults with

disorders Down Syndrome

Accommodations

PwID may have difficulties understanding the need for
health screening and how the screening will be done.
Procedures that are commonplace to us like blood pressure
taking or blood taking can be terrifying for them. There are
some tips which we have found to be helpful to increase the
chances of a successful health check-up. Refer to Table 7:

THE SINGAPORE FAMILY PHysiciaANn VoL 50(8) JuL -

Table 7: Tips to increase the success of health
checkup

Train Do preparation prior to planned health
checkup. This can involve Easy Read
materials (materials that are easier to
understand), social stories, visual aids, or
videos to prepare the PwlID for the steps
involved in a health checkup. This will help

to alleviate any anxiety or fear caused by a
sudden health checkup.

Sufficient time and a comfortable space will
case the PwID for health checkups. Consider
arranging appointments when the clinic is
less crowded and busy.

Time

Trust Rapport and continuity of care is important.
As the PwID gets more comfortable with
you and the clinic staff and trusts you, he/
she will tend to allow the healthcare team

to perform various examinations and

procedures on himself/herself.

Try and
try again

Do not give up! Schedule PwID for return
visits to re-attempt screening. Each visit
increases familiarity. PwID have many
undiagnosed health needs and will need your
care and patience to optimise their health
outcomes.

Local resources such as Easy Read materials, visual aids,
and videos can be accessed from our website (hteps://
happeehearts.com/resources/). There are also overseas
resources available online.

Where screening cannot be performed due to refusal, it
can be helpful to get support from IDHealth to support
the individual through the procedures. IDHealth also has
a network of partners (e.g., optometrists, dentists etc.) who
can help to support the various screenings.

In cases where multiple accempts were made to no avail, it is
best to coordinate with a healthcare team who may be doing
a procedure under sedation or general anaesthesia and do all
the necessary health screening at the same time.

After the Screening: Abnormal Results

Any abnormal screening results can be followed up as per
the general population. If additional support is needed to
guide the patient and family through further investigations
or procedures, you may contact IDHealth team for further
consultation and support.

CONCLUSION

PwlID have increased risks of multiple health issues that are
often undetected due to compounded barriers to healthcare
services. Consequently, they have increased mortality and
morbidity at a younger age compared to general population.
Although there are no formal local guidelines for health
screening in this population, it is of utmost importance to
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pay attention to preventive health screening to optimise
their health outcomes.
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LEARNING POINTS

¢ Persons with intellectual disability have poorer health and lower access to healthcare services than

the general population.

e There are no standardised guidelines for health screening for adults with intellectual disabilities.
There is a need for the development of local health screening guidelines for this population.

¢ Individualised health screening is important and should be done with accommodations as required.
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